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Abstract
The literature will take a deeper look in the personal lives of developmentally disabled members
and their staff who experienced COVID-19 pandemic in a group living environments. The
holistic approach of understanding will navigate the history of care and the level care needed as
well as external factors that played a larger role in explanation for the support provided.
Keywords:Intellectually Disabled, Developmentally Disabled, Group Homes, Group Living
Environments, Direct Support Professionals, Standard Level of Care
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Chapter I: Introduction
Coronavirus, also known as, Covid-19 or SARS-CoV-2 is a severe acute respiratory
syndrome formerly known as 2019-nCoV. The significance of this virus is the ability to circulate
rapidly and easily from host to host undetected. Some individuals can be infected up to 5 days
according to the Centers for Disease Control and Prevention (CDC) and with no symptoms.
Many have reported experiences of typical, flu-like symptoms but recover as others succumb to
the virus resulting in permanent damage or death. The capabilities are due to the unique anatomy
of the virus, which left many experts bewildered and the human population unprepared. COVID19 in the United States mortality rate increased in over half a million deaths as shown in Figure
1.A between the period of January 22nd, 2020 to May 18th, 2021.
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Figure 1. A.

(Retrieved fromhttps://www.cdc.gov/ )

Brief COVID-19 Timeline
The importance of the SARS-CoV-2 timeline exhibits the virus growth and ability to
greatly impact human species. As paraphrased from the CDC website, their primary findings of
the virus are as follows, the timing it took to spread, number of individuals infected, and the
ability to adapt and create new strands.
First mention of the virus was on January 9th, 2020 by the World Health Organization
(WHO). WHO announced a new virus discovered in Wuhan, China that affects the human
respiratory system. Little was known about the mysterious virus but alarmed experts enough to
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warn against traveling. As positive cases increased so did the spread on a global scale. The first
U.S. case was confirmed on January 21st, 2020 which prompted the CDC to start screening
passengers arriving into the largest U.S. international airports. In just a few days of exposure,
there were reports of flu-like symptoms spiking on the West Coast and some of those cases
resulted in fatalities. February 3rd, 2020 more people started dying from the virus and the U.S.
declared a public health emergency. The numbers of positive cases and fatalities continued to
escalate at an unprecedented rate and hospitals and emergency personnel became overwhelmed
with the number of people needing urgent and intensive care. On March 13th, 2020 President
Donald Trump announced a “National Emergency” in hopes to mitigate further spread and
sustain facilities that were without proper resources and understaffed.
(retrieved by https://www.ajmc.com/view/a-timeline-of-covid19-developments-in-2020)
Questions & Reasoning for Study
The pandemic was an immense undertaking for U.S. officials to properly act. Crisis
management strategies were not enough due to the pace of the spread and large volume of
demand. Public policy makers provided little evidence of protective strategies and/or
preventative plans to handle something to this degree. The article, “State Preparedness for Crisis
Standards of Care in the United States: Implications for Emergency Management” developed by,
Annie E. Ingram, Attila J. Hertelendy, Michael S. Molloy, and Gregory R. Ciottone agree the
lack of preventive planning played a large role in the government poor responses. Without
effective strategies in place it is difficult to direct those around you, as supported by Ingram et.
al, 2020, “The lack of active participation by emergency management agencies will negatively
impact the overall response” (pg.2). This is true in managing in general for effective production
but what is considered too much even for pre-planning purposes.
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Impact on People with Developmental Disabilities
COVID-19 impact on vulnerable populations, in group living environments (GLE’s) are at a
higher risk than others. Intellectual/developmental disabled (ID/DD) people are vulnerable due to
their inability to process information and respond according to the world they live in. The U.S.
implements systems in favor of people who are “typical” in cognitive and physical ability as
shown during the pandemic. Most ID people are limited to advocate for themselves and depend
on the voices of others and this is true throughout their history of mistreatment.
In Arizona, there has been studies done by applying genomic epidemiology to characterize a
COVID-19 Outbreak, as authored by: Hayley D. Yaglom, Marette Gebhardt, Ashlyn
Pfeiffer, Mary Ellen Ormsby, Daniel E. Jasso-Selles, Darrin, Lemmer, Megan L. Folkerts, Chris
French, Matthew Maurer, Jolene R. Bowers and David M. Engelthaler. In addition to poor
systems, disabled people are susceptible to illnesses depending on their development. The risk of
exposure for an ID person is far greater as argued by, Yaglom., et. al, 2021, “Adults with
intellectual or developmental disabilities (IDD) are three times more likely to suffer from
underlying medical conditions, such as heart disease, diabetes, and respiratory illnesses, that are
known COVID-19 risk factors, than those without IDD. It is also typical for people with IDD to
have multiple chronic health conditions, which paired with metabolic and nutritional disorders,
elevate the risk of experiencing more severe outcomes of COVID-19” (p.1).
This case study will research the response rational from parties in power and how those
decisions influenced the livelihoods of members with an ID/DD. Will review the preventative
action steps taken and the surveys will focus on DSPs and residence responses since they are the
key target.
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1.) To identify preventative methods implemented in GLE’s. 2.) To identify the success and
unsuccessful methods used. 3.) Identify the standard level of care prior to COVID-19. 4.)
Identify future preventative plans and recommendations.
In summary, the main objectives of this study are to examine ID/DD populations in GLE’s
holistically and increase awareness in efforts to improve quality of care for vulnerable
populations.
Key Terminology Explained
Adults Diagnosed with a Developmental Disorders
A person with a “disability” or intellectually disabled in the context to decision making at
the state and federal level is described by the U.S. “Department of Health & Human Service”
under the Office of Civil Rights (OCR). OCR gives the definition of a person with a disability, as
stated, 2015, “ ADA define the terms "handicap" or "disability" with respect to an individual to
mean a physical or mental impairment that substantially limits one or more of the major life
activities of such an individual. Included in the definition are people who have a record of such
an impairment or are regarded as having such an impairment. The definition of disability under
Section 504 and the ADA differs from that typically used to determine eligibility in programs
that provide cash assistance based upon disability such as the Federal Supplemental Security
Income and Social Security Disability Insurance programs. This definition may also be different
from that used by some States to determine whether an individual may be exempt from certain
program rules in TANF. For more information on the definition of disability under Section 504,
see 29 USC 705; under the ADA, see 42 USC 12102 - PDF. ” (https://www.hhs.gov/civilrights/for-individuals/faqs/who-is-considered-a-person-with-a-disability-under-section-504-and-
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the-ada/605/index.html). In other words, the American Disability Act (ADA) has provided a
generalized definition and allows each state to determine how much supports will be provided
per case.
Areas of Need
The theory of “support needs” is discussed in the work of, Miguel A. Verdugo,
Virginia Aguayo, Victor B. Arias and Laura García-Domínguez. Their attention is directly
related to this research project in efforts to better define the exact support ID/DD members need
through assessment and systemic reviews. The fundamentals in effectively serving as stated by
Verdugo et. al, 2020, is “Understanding individuals based on their need for supports is the main
premise of the support paradigm” (p.1). In addition, once the need of care is established is when
specific staff training can be generated to address those growth areas.
For example, the care given to members diagnosed with Prader-Willi Syndrome. PWS is
a genetic disorder that compromises individuals at birth with an underdeveloped hormone level
and will never feel the sensation of being full after eating. In other words, people diagnosed with
PWS never feel full and are in a constant state of hunger. The risk of serious injury from
overeating is higher due to their underdeveloped digestive and can lead to bowel obstruction,
weight gain, high blood pressure, and diabetes etc. (Retrieved from the International Prader-Willi
Syndrome Website, https://ipwso.org/pws-information/what-is-pws/) The level care for these
patients are specific and require additional training and care.
Human Services
Governor Baker of Massachusetts, Executive Office of Health & Human Services
(EOHHS) presented the annual Budget Proposal on January 22, 2020, which reviewed the
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budgets and missions of the various departments. The commitment of human services is to
support vulnerable populations through an array of social assistance programs. The work values
and principles are driven to provide the necessary tools and services to create a safe environment
and person-centered quality of life. This is evidenced by Massachusetts multitude of services and
the investments of state funds in different human service providers. Figure 1. B is a graph of
funding provided for fiscal year (FY) 2021-22. The resources provided are critical to the
operations for agencies such as a key stakeholder in this research study.
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Figure 1. B.

(Retrieved from https://budget.digital.mass.gov/bb/h1/fy19h1/brec_19/dpt_19/hdmr.htm)
Advocates
Advocates is a non-profit human service agency located in Framingham, MA (and
surrounding areas). According to their home website, Advocates oversees about 1,600 employees
working under the following divisions: Community Justice, Disabled Services, Autism, Brain
Injury, Deaf Services, Peer Specialist, Care Management, Addiction Recovery, Behavioral
Health Services, Family, Children, and Elders. For a better overview of Advocates structure refer
to Appendices A and B.
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Department of Developmental Services
The Department of Developmental Services (DDS) primary purpose is to ensure quality
of life for community members that fall under their umbrella. In other words, and as presented by
the EOHHS, 2020, “DDS creates opportunities for individuals with intellectual disabilities to
participate in and contribute meaningfully roles to their communities. DDS supports
approximately 42,000 adults and children with intellectual and developmental disabilities
including those with Autism Spectrum Disorder. DDS also provides residential services to
individuals with acquired brain injury. Services include day programs, employment support,
residential, family support, and transportation. Services are provided through state operated
facilities and 253 community-based state operated programs, under contract with more than 229
private provider agencies” (Pg.7).
Group Living Environments
This research project will focus on congregate homes for adults with developmental
disabilities. Advocates division of “Residential Disabled Services” consist of 47 homes
throughout Massachusetts, servicing adults diagnosed with the following:
Intellectual/Developmental Disability, Prader-Willi Syndrome, Autism, Brian Injury, and Mental
Health Disorders. All home structures and staffing services vary on the specific need of the
members. Typically, each house resides between 2-5 ID clients and staffed 24/7 with Direct
Support Professionals (DSPs). Each home is lead by a Program Manager (PM) who reports to a
Program Director (PD). Some of the programs receive additional hours for nursing, clinical and
nutrition services.
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Brief Overview of DSP Job Responsibilities
Understanding the role of the DSP sets the expectation for staff and for the viewer to
grasp what is needed of the front line to properly do their jobs. Advocates presents the DSP list
of duties and job responsivities and can be viewed in Appendices C.
Patient-Centered Outcomes Research Institute (PCORI)
The research utilized for purpose of this project is part of a larger coalition with
Massachusetts General Hospital, Patient-Centered Outcomes Research Institute (PCORI) and
Human Service Organization that deliver congregate care. The Morgan Institute received 4.9
million to study the best practice in prevention for vulnerable population in group environments.
Dr. Stephen Bartels, Director of the Mongan Institute at Massachusetts General Hospital (MGH),
and Dr. Brude Bird, CEO and President of Vinfen collaborated participants with support of other
NGO’s; about 3,000 staff, 2,000 residents and 400 programs. The hopes of conducting this study
according to Bartel in the MGH newsletter, September 14th, 2020, “People with serious mental
illness and intellectual and developmental disabilities in group homes are among the highest risk
groups in the nation with conditions vulnerable to COVID-19 and poor health outcomes”
(https://www.massgeneral.org/news/coronavirus/research/mongan-study-covid-mental-illnessdevelopmental-disabilities).
Chapter 2: Hypothesis
Studying trends in responses to COVID-19 prevention will possibly amplify hidden
limitations for human service organization and/or healthcare systems. Group home responses can
shed insight on perspectives of people with a disability and how they are cared for. DSP and
management views can also help assess if systems in place for people with ID/DD and the
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professionals are properly supported to meet the cumbersome state standard in a pandemic. In
addition to the survey, research on the history of care for ID/DD will provide a much deeper
finding in our nations systems based on the systemic biases toward vulnerable population. For
instance, an article written by, Maya Sabatello, LLB, PhD, Teresa Blankmeyer Burke, PhD,
Katherine E. McDonald, PhD, and Paul S. Appelbaum, MD, concentrating on the disproportion
of attention given to people with an intellectual disabilities ID/DD in congregate conditions.
Sabatello and teams work reveals how the lack of attention impact lives of ID/DD members as
well as DSPs.
Justification of Research
Under Prepared Leaders
T

The work of Annie E. Ingram, Attila J. Hertelendy, Michael S. Molloy, and Gregory R.

Ciottone, MD draws some key reasons that the government fell short. Literature reveals missing
qualities needed during March 2020 Pandemic, as stated by Ingram et. al, 2020,
“communication, engagement, education, legal considerations, and applicability planning” (p.2).
The need for proactive communication and strategizing between private management, hospital
supervisors and public health officials is essential to the safety of essential workers and
community. If DSP’s direct supervisors and upper management were better informed , they
would be able to better educated, motivate and train DSP’s and residents on how to respond to a
pandemic.
Public Knowledge
The term “disability” in the context of a person has shown to be difficult to define
throughout history and evidence by Elizabeth Pendo, author of the article, “Collecting New Data
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on Disability Health Inequities”. The article explores the consistent inequality policy decision
associated with vulnerable population. The literature reveals a lack of understanding of what it
means to be disabled. Perception of those with a disability range per person, community or state
and evidenced by how we define a person with a disability. In other words, as stated by Pendo,
2021, “ The traditional medical model of disability defines disability as an individual, biological,
and undesirable condition that requires medical treatment, while the social model of disability
acknowledges that many of the disadvantages of disability are socially constructed and require
changes to attitudes and environments” (p.8). A lack of proper care comes from a lack of
understanding the persons needs and wants as well as a proper infrastructure. The study will
divulge the experiences of DSP and residents and from that will provide the necessary tools
needed to better support DSPs and to overall support residents better.
PCORI Potential Value
The PCORI in partnership with several Non-Profit Human Service Organizations
(NPHSO) is an opportunity to support the future health of vulnerable populations by
implementing the best strategies and preventions methods. The focus groups in which data and
surveys were collected are people who live and work within the group’s homes (GHs), as well as
management who created, enforced and supervised the tailored practices. The value of this
research can provide future harm prevention during pandemic circumstances. The beginning of
the U.S. COVID-19 pandemic the nation was under prepared and overwhelmed with the fatal
and rapid spread of the virus. Group homes that provide 24/7 supports to people diagnosed with
ID/DD were impacted greatly and due to their structure and the virus’s capability and
adaptiveness they needed to follow a separate set of regulations per the CDC guidelines and
individual state. NPHSO were at a disadvantage prior to COVID-19 and impacted significantly
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more than other communities. The article, “Disability, Ethics, and Health Care in the COVID-19
Pandemic” authored by, Maya Sabatello, LLB, PhD, Teresa Blankmeyer Burke, PhD, Katherine
E. McDonald, PhD, and Paul S. Appelbaum, MD, agrees more needs to be achieve, as stated,
(2021), “Yet, as the pandemic wreaks havoc globally, its wide-ranging impacts on people with
disabilities have received relatively little attention” (pg. 1523). PCORI efforts are the start of
much needed attention.
History of Care in Massachusetts
History of decisions and standard level of care for ID/DD members are relevant to current
trends and services provided today. History of care and management is the essence of
establishing organizational excellence as discussed by Kettner, 2013, “In a sense, it might be said
that the history of management thought is a story of the search for the correct formula that, when
applied to the management of an organization, will ensure maximum performance” (pg.3).
Understanding how people with mental and physical disabilities lived throughout history can
provide insight on system development and are evidenced by Donald LaBrecque literature. The
material summarizes the public attitudes, decisions made by policy makers and what conditions
were like for ID/DD groups between the time period of 1600-1991. People with an array of
disabilities have been documented throughout history but labeled under different names such as,
“imbicle”, “idoits”, and “evil” and per medical professional diagnosis. Dating back to the 1600’s,
during the Massachusetts colonial period, vulnerable members were regulated through law
officials and stigmatized by the public as hopeless and evil. LaBrecque explained the type of care
was under strict confinement and control. He further described the conditions to be unlivable and
treatment to be inhumane and brutal, therefore, the 1600’s-1840 era was called “Misery”.
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Continuous care was predominately provided by public official and overtime family members
would take on the role in efforts to protect from public abuse and to hide their own shame.
Change in environment started in 1841, Dorothy Dix opened the first school to those with a
developmental disability. Dix’s efforts and advocacy changed the framework on care provided
and most importantly development the first state organization for continue of care development.
Dorthea Dix presented a case on behalf of ID members, expressing concern for the degrading
and miserable acts, as stated by LaBrecque, “I proceed, gentlemen, briefly to call to your
attention to the present state of insane persons confined within this Commonwealth, in cages,
closets, cellars, stalls, pens! Chained, naked, beaten with rods, and lashed into obedience” (pg.
9). The value of her advocacy and future advocates shift the life’s of ID/DD people.
Standard Level of Care & How it is Measured
Understanding the standard of services required by state regulations can illustrate the
volume of labor it takes to properly operate a GH. Advocates as well as other private agencies
follow the guidelines of the Office of Quality Enhancement (OQE) . OQE developed a system
that reviews DDS funded providers every other year. The process of the audits takes about a
week per agency and the OQE auditors inspect at random 20% of the members served. The two
major areas of focus are “quality” and “safety”. Also known as, “Licensing and Certifications”
and can be scored 100/100. This method of measurement was created in 1994 and revised in
2019 to enhance the auditor’s services and effectively hold providers accountable. Certification
focuses on the ID persons quality of life such as “meaningful relationships”, education,
community involvement, independent decisions and treated with dignity and respect regardless
of background, culture, religion, and sexual orientation. Licensing covers the agency
commitment and responsibility to the person served ,as follows:
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•

personal safety

•

environmental safety

•

communication

•

health

•

rights

•

a competent and skilled workforce

•

goal development, skill acquisition and implementation of Individual Support Plans (
ISPs)

When an agency does not meet OQE’s requirements for Certification they are given
recommendations for the next review. If Licensing is not met, depending on which indicator was
failed (since there are multiple licensing indicators) OQE will come back in a year, 90 days or 24
hours to ensure safety. What is not mentioned in the OQE review is the investigation on proper
funding between DDS and private non-profit agencies. The determination of allocated resources
is not determined by OQE reviews but ultimately approves agencies to continue services for an
additional two years.
Chapter 3: Methodology
Study Design
Project overview is to reduce infectious-disease incidence among staff and ID/DD
members funded by DDS and Serious Mental Illness (SMI) funded by Department of Mental
Health (DMH). The goal is to implement COVID-19 prevention Tailored Best Practices (TBP)
and General Best Practices (GBP). Mass General Hospital (MGH) developed the “COVID-19
Quality Improvement Collaborative” consisting of residents, family members, DSP, PMs, middle
management and senior leadership. The three primary teams are, the Advisory Group (AG),

16

Project Oversight Team (POT), and Working Groups (WG). What each group consist of and how
they work together can be captured in Figure 3. A.
Figure A. 3.

(Retrieved by Amy Donahue, personal communication, March 28, 2021)
Sample to Be Used in the Study
The survey included a series of open-ended questions designed to gather information
from DSPs and residents’ experiences prior and post methods. The four major “domains”
reviewed in the survey were, 1. COVID impact of daily like and health 2. knowledge of COVID
Precautions and Vaccines 3. Barriers and Facilitators to adoption and implementation 4. Use of
technology and communication for education. Key words and terms were identified that
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described each subtheme and frequencies were calculated using RedCap. Figure 3. B is a
snapshot of RedCap software. The leading organization “Vinfen” and MGH were the keyholders
to RedCap and responsible for bridging all data. Exploring a sample of references from
word/term queries provided additional insight and opinions of residents and DSPs. Narrative
summaries will be written and presented in the PCORI/CQIC.
Figure 3. B.

(Retrieved by Amy Donahue, personal communication, March 28, 2021)
Due to the volume in anticipated participants in the PCORI initiative this research project will
primarily focus on Advocates contribution and individual findings. Refer to Figure 3.C of the
timeline for the research.
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Figure 3. C.

(Retrieved by Amy Donahue, personal communication, March 28, 2021)
First data collection will be focused on DSP and residents. The preventative strategies
need assessment for staff and residents will take place at two points of time, pre and post
interventions. Due to the adaptive communication ID/DD and DSP culture, surveys could be
done over the phone, online and immediately sent to RedCap software and paper versions.
Fidelity survey consisted of only Program Managers due to their responsibility to ensure
TBD were properly implemented. Baseline time for participation was 3, 6, 9, 12 and 15 months.
This group was offered only electronic versions.
Assumptions and Implied Limitations of Study Method and Design
Due to the size of the data collected per agency and then shared with MGH for processing
took longer than expected. The initial goal was to collect the three set of data from different
subgroups but the response time and overall participation from Advocates residents and DSPs
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was averaged much lower than the other providing agencies. The projected time to meet
PCORI’s request for the first survey was not met. Advocates rolled out the surveys March 31 st,
2021 and would close April 15th, 2021. April 16th the second Fidelity survey was sent to PMs for
an additional 14 days. May 5th, 2021 the results were reviewed in an Advocates, DS Program
Director Meeting to encourage participants to participate. A gift card was included for those who
completed the survey in hopes that would increase participation. As of May 27th, 2021 it is
expected for both surveys to be collected, sent to MGH and presented July 22nd, 2021.
This delay in response and participation from DSP’s, PM’s and residents, ironically
coincides with the policy makers attention and supports provided in March 2020.
Chapter 4: Findings
Research initiative funded on behalf of PCORI partnered MGH with Community Service
Providers: Advocates, Bay Cove Human Services, North Suffolk Mental Services, Open Sky,
Riverside, and Vinfen (Project Manager for other providers). The collaboration is in efforts to
discover TBP and/or GBP for NPOs to implement in their GHs. A lot of the data comes from
residents and front-line workers as evidence by the impact both experienced during the
pandemic.
Due to the delay of the surveys the discussion and recommendations will be based off
prior research. This prior research is evidenced in the February 23rd, 2021 “CQIC Summit”
presentation, which was held on a virtual platform by MGH members. Dr. Bartels and Dr. Bird
introduce a piloted studied of “60 qualitative interviews with Group Home Residents and Staff”
(Bartel & Bird, 2021). Of that group, 24 Residents, 24 Staff and 12 Residential Directors mix of
SMI and ID/DD. Also, highlighted the last years statistic, as follows: total number of positive
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cases, deaths and demographics. Figure 4.A displays the number of positive cases for DSP’s and
residents between March 2020 and December 2020. As depicted on the line graph, in the early
stages of the pandemic residents surged above staff but in December 2020 almost 9 months later,
Staff positive cases superseded residents. Also, between early June 2020 and October 2020 the
number of cases remained low for both groups and reasons as to why vary. Though the research
is not finalized, individual feedback from Advocate participants can support the possible reasons
for these trends. (Retrieved from Advocates, 2021)
Figure 4. A.

(Retrieved by Amy Donahue, personal communication, March 28, 2021)
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Vaccination Compliance and Knowledge of COVID-19 Prevention
Vaccine compliance for DSP compared to residents greatly differ. Currently, Advocates
residents in GHs are above 80% fully vaccinated and DSPs in GHs are at 60%. Many of the
responses from ID/DD members were eager to be vaccinated so they can visit family and go
back to their daily routines such as attend Day Programs and employment services. Majority of
the DSPs who participated whether they got vaccine or not expressed concern and doubt
regarding the safety of the vaccine and potential risk factors.
What was discovered from those findings is that DSPs are not reporting their status. It is
commonly stated by DSPs that they will work at more than one human service agency due to
wages and received a vaccine elsewhere. The accuracy of findings can be put into question due
to improper reporting.
Lastly, it is palpable that we see an increase in staff positive cases than resident in
December due to the variable of vaccination compliance.
COVID-19 Changes to Daily Life and Health
Residents data and recent interviews give a clear indicator that the Pandemic has
impacted their quality of life in comparison to pre COVID-19. Many results revealed a loss of
visiting family, friends, day habilitation and personal touch. As reported by an Advocates
resident, “I never want to do it again”. Not all interviews were favored this way, and some
vocalized the benefit of being home rather than attending a day facility. This member will be
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referred to as “Resident A”. Resident A was quarantined back in May 2020 after the rest of his
housemates tested positive.
DSPs felt they needed to work additional hours to support the changes COVID-19
brought. Between the hours of 8:30am-3:30pm staff were asked to come in and operate day
structures rather than evening and nights. The initial reaction, staff reported was the feeling og
fear for their lives, anxious they might expose the virus to their loved ones, and accountable for
the resident’s well-being. The undertaking of responsibilities, along with little guidance created a
sense of isolation. Despite increased emotional response, the general attitudes of DSPs were
flexible.
With the increase in urgency as demonstrated by shared stories, DSPs and resident
followed agency COVID-19 regulations preventing further spread. The spike in December
happened between Thanksgiving and Christmas holidays which typically increases socializing
for both DSPs and resident.
Barriers to Accepting New Methods of Prevention
The program housed only clients diagnosed with Prader-Willi Syndrome (PWS).
Resident A in comparison to other ID/DD homes was in a more secure infrastructure due to the
conditions of their syndrome. For example, all PWS homes require Staff to be “on-boarded” and
properly trained, locked kitchen facilities, secure personal financials, and chimes on all exits to
notify to DSPs of foot-traffic. The importance of noting this is the responses from PWS residents
and standard care tailored to their needs did not change as much as other ID/DD homes.
Accepting the prevention measures was already practiced prior to COVID-19.
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Quality of Delivering Information
Residents acknowledging new information took time depending on the program.
Advocates DSP and PM’s would receive updates through mass company email asking to share
with their residents. Time it took to receive the information was dependent on providers which
according to the sum of the data was overall fair. The benefit of including several residents in the
PCORI group discussions and meetings removed the middleman and updates were provided
directly and immediate feedback. In other cases, for example a member from deaf services
requested for information to be tailored to their abilities which Advocates and PCORI responded
with an immediate solution but the evidence that adaptive communication devices are still
lacking.
DSP’s response was a similar response to barriers when implementing new policies. The
communication system from Advocates relies greatly on emails and PM’s reminding DSP’s to
check their email or reiterating the email to them in another form of communication. This
becomes an even bigger concern when a home is without a PM.
Chapter 5: Discussion
Evaluating the interviews, history of ID/DD treatment and other literature reviews
indicate common themes and patterns. For instance, DSP’s and resident are resilient and
comfortable in crisis. Encountering adversity daily prepared them for the shutdown as shown by
their responses. In addition, DSP’s are grossly underpaid and minimal attention provided for safe
Person Protection Equipment (PPE), education and other resources. This illustrates the
oppressive environment and system flaws that forced vulnerable parties to make high-risk
decisions that were above their capabilities. This indicates the second theme, the need for an
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objective party who is competent to make risk decisions in emergency circumstance but not
impede on their quality of life, also known as leadership.
Third conclusion is human services is historically underfunded and not valued in
comparison to other essential personnel. Seemingly, a simple solution is to provide more
resources but the con in giving more without proper planning can be a costly mistake. Systems
and structures in place have significantly improved but still are not meeting the persons needs
and wants. ID/DD adults have commented in the interviews that they wish to live in a more
independent setting and to one day “get married” and “have a family”. Due to the developmental
delays it is the opinion of DDS, provider agencies, and community stigma they are not capable to
make decisions to this caliber without a process. It is the belief that a “responsible” party should
make the life decisions. The importance of obtaining and investing in skilled staff will provide
innovating thinking, strong advocacy and better work performances.
Need for Change
Implementing new policies and changes are difficult for any organizations and even more
challenging initiating change for a group of vulnerable people who seem to have their own
supports against them.
Establishing the Root Problem
Michael Abrashoff indicates the best approach to create real change is to create a sense of
urgency. Abrashoff book, “It’s Your Ship: Management Techniques from the Best Damn Ship in
the Navy” educate the eight steps to create change and advises groups will not change unless
there is a group feeling of urgency. Abrashoff explains the three steps for change as follows,
“see” “feel” and then “change”. Recognizing the problem can be difficult due to biases and this
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is even more difficult for ID/DD members since they communicate differently than “typical”
people or not given the same opportunities to advocate. Discovering the root problem of
underperforming group homes organically happened when listening and reviewing interviews of
resident and DSPs. Limiting beliefs created a hinderance for residents and increases job
responsibilities for DSP’s. If the independence per ID/DD member were better evaluated, that
could create better independent decision changing the dynamics of care altogether. Pressure to
meet regulations and OQE audits take precedent to the quality of residents wants in conjunction
of not having enough resources to meet the needs the state is inquiring. These findings are back
studies by Christine Bigby and Julie Beadle-Brown on “Culture” in Gh’s.
Establishing Urgency
The next action step is bringing awareness of the root cause for underperforming GH’s
and creating a connection to the needs of ID/DD people. That connection is key to feeling a
sense of urgency. Urgency amongst a company also starts to bring people to a common cause
and purpose as stated by Kotter, (2012), “Establishing a sense of urgency is crucial to gaining
needed cooperation. With complacency high, transformations usually go nowhere because few
people are even interested in working on the change problem. With urgency low, it’s difficult to
put together a group with enough power and credibility to guide the effort or to convince key
individuals to spend the time necessary to create and communicate a change vision” (p. 36).
Without urgency there is no change and inertia.
Action Steps
Though there are many areas in need of reevaluating for purpose of this research project
the focus will be on defining clear preventative measures in case of another wave of a viral
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infection were to occur. Recommendation to better support residents and in a pandemic would be
to invest in Staff personnel being that it is a service need and the expectation are at a minimum.
Chapter 6: Conclusion
The efforts of this study were to become more informed as to why ID/DD GLE’s face
adversity in the Pandemic, more so than other essential businesses. The various articles and data
findings do not indicate one particular reason, but the most compelling barriers were the need for
preemptive planning and future evaluations on GH’s culture norms. The first recommendation is
in staff investment, and to effectively communicate and include a diverse leadership team.
Communication & Leadership
The central solution is proper communication and delivery on the type of change needed
to be made. A leader must be aware of the culture, where the company is at in terms of urgency
and what is the specific concern for change. As leaders for change it is quintessential to not
always react and review but perceive operation from a bigger picture. The employee that is
always late or shows a lack of motivation is not necessary incompetent but lacking resources to
meet their full potential. With a clear understanding and direction comes a clear vision for
change. The example in Abrashoff literature made him aware of the difference of leading with
emotions vs. leading with only facts. Being able to look at matters objectively and empathetically
is crucial when making decisions for those who can’t make decisions for themselves. Abrashoff
states his beliefs on reaction to employees who are insubordinate (2012), “Whenever I could not
get the results I wanted, I swallowed my temper and turned inward to see if I was part of the
problem. I asked myself three questions: Did I clearly articulate the goals? Did I give people
enough time and resources to accomplish the task? Did I give them enough training? I
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discovered that 90 percent of the time, I was at least as much a part of the problem as my people
were” (p.43). Leading by example is also a form of communication when incorporating change.
Communication is fundamental only if it is done properly. The most important aspect of
communication is both parties walking away understanding one another and being on the same
page.
First understanding the specifics of a DSP job description is as following:
“ADVOCATES, INC.
FUNCTIONAL JOB DESCRIPTION

Job Classification:

Direct Care Staff for Individual Supports

Reports to:

Director of Shared Living

FLSA Status:

Non-Exempt

Job Summary:
The Direct Support Staff is responsible to supervise the daily activities of individuals, providing ongoing
support, guidance, and role modeling on a consistent basis. Facilitate individual growth in areas of personal
responsibility, social skills, and community living skills. Promote community inclusion and self-advocacy.

Essential Functions:
1.

Report to shift on time ready to spend at least 95 percent of working hours in personal contact with
individuals.

2.

Collaborate with the Shared Living RN, Coordinator & AFC Caregiver, as part of the multidisciplinary
team in providing support to individuals.

3.

Participate in planning and implementation of daily & weekly activity schedule and daily routine for
individuals.

4.

Support individuals in their home and help individuals to become an active member of their community by
actively seeking out integrated activities.

5.

Assist individuals in self-advocacy, decision-making and empowerment.

6.

Provide ongoing support, guidance and role modeling for individuals.

7.

Assist individuals to identify and develop person centered goals and plans to address any concerns, wants
or needs they have.
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8.

Prepare summaries of interaction and objective behavioral observations of clients at the end of shift;
clinical notes and data collection using Microsoft Outlook.

9.

Lift and transfer individuals as needed.

10. Maintain certification in CPR, First Aid, SOLVE, MAP, HR/DPPC, HIPAA, and Corporate Compliance.
11. Encourage and provide opportunities for community participation and membership.
12. Report significant issues (health, behavioral, psychiatric) to the AFC Caregiver and the shared living
coordinator in a timely fashion. Document issues/incidents according to agency and division guidelines
13. Perform physical intervention in the event of a client crisis.
14. Attends and actively participates in supervision and staff meetings.
15. Adhere to all principles related to the Advocates Way.
16. Ensure that clients are treated with dignity and respect in accordance with Advocates' Human Rights
Policy.
17. Perform all duties in accordance with the agency's policies and procedures.

Please note: The essential functions listed in this section are not limited only to the tasks listed and may
include other duties as assigned.

Qualification/Education/Experience:
1.

High School diploma or GED. Experience with the program population is preferred.

2.

Must be able to perform each essential duty satisfactorily.

3.

Strongly prefer that a candidate will have a demonstrated understanding of and competence in serving
culturally diverse populations

4.

High energy level and ability to function in a team atmosphere.

5.

Ability to communicate effectively both verbally and in writing and ability to use good judgment.

6.

Sensitivity to the needs of the individuals we support

7.

Commitment to providing a homelike environment for the individuals.

8.

Must hold a valid drivers’ license. Must have access to an operational and insured vehicle and be willing to
use it to transport individuals.

9.

Ability to operate agency vehicles.

10. Basic computer knowledge .
11. Flexibility to work throughout the division
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Physical Demands:
The physical demands described here are representative of those that must be met by an employee to
successfully perform the essential functions of this job. Reasonable accommodations may be made to enable
individuals with disabilities to perform the essential functions.

General requirements:
1.

Full upper extremity range of motion

2.

Full lower extremity range of motion

3.

Must be able to lift furniture and/or objects/persons weighing over 50 lbs.

*Continuous:

Communication

*Frequent:

Standing, sitting, walking

*Occasional:

Reaching with hands and arms, stooping and crouching

RECEIPT AND REVIEW OF FUNCTIONAL JOB REQUIREMENTS

I, ______________________________, have read, understand and agree to the above functional job
description. I understand the essential functions, qualifications, education, experience, and physical demands of the
position and acknowledge that I am capable of performing all of the essential functions of this position without
reasonable accommodation or I have informed you of my need for an accommodation. I understand that the
contents as presented are a matter of information and should in no way be construed as a contract between
Advocates, Inc. and its employees. Advocates, Inc. reserves the right to change any part of this job description, as
circumstances require.”

(Retrieved by, Advocates.org, 2021)
From this breakdown in duties the reality of Advocates hiring skilled staff shows
limitations and high standards. For example, Advocates Registered Nurse emailed a “COVID19” essential guide to follow and to have all DSPs sign and understand this knowledge in May
2020. From May 2020 to current the manual has been updated and emailed to all Advocate
employees. The packet consists over 65 pages of valuable information but the training and
comprehension for all lines of services was rather challenge and noted in the study as well.
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Restructuring and Funding
Either restructuring the standards so they correspond with the allotted funding or provide
additional funding for example staff wages and educational resources will provide more talent as
evidence by, Houseworth et. at, 2020, “These findings can be used to inform policy, identify
areas in need of further analysis for potential improvement activities at the organizational and
state level, and identify opportunities for change that could stabilize this vital workforce”
(p.193). Additional resources will remove pressures of trying to meet unrealistic expectations for
providers. Services should be organized by considering the support that people need to improve
their quality of life and enforce their rights as citizens. Marianne M. Jennings, a business ethics
professor at Arizona State University, published her book in 2006 and came up with a system of
“seven signs” to analyze organizations that were unethical. One of the seven signs that were
discussed was “Pressure to maintain the numbers” (Jennings). Every organization wants to
maintain a certain performance level, but, when it becomes obsessed with meeting quantitative
goals, it may push aside good judgment and ethics in order to achieve them. This was clearly the
case during the pandemic. While providing the right trainings to meet Department of Public
Health it is just as important to ensure ethics and values are still at the forefront than just
producing numbers.
Direct Support Professions
DSP’s are the frontline and backbone during the pandemic and from the research findings
majority feel they are not as valued which has the potential to create poor work environment
resulting in poor living conditions for residents. DSP’s continued to operate services during the
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height of COVID-19 as non-frontline personnel were asked to work remotely. The value in their
services for Advocates and similar agencies allowed for continue of care. Addressing how to
better support their work will create a healthier work atmosphere and naturally enhance quality
of life for residents.
Allocating adequate funding can improve the lives of staff, residents, hospitals and
community members. It is the expectation that service workers do “a lot” for “a little”. Writers in
support are, James R. Thompson and Margaret A. Nygren that published, “COVID-19 and the
Field of Intellectual and Developmental Disabilities: Where Have We Been? Where Are We?
Where Do We Go?”. The information provided in their work correspond with the attitude
funders have for human service agencies, as stated by Thompson & Nygren, 2020, “Platitudinous
calls to ‘’tighten the belt’’ and ‘’do more with less’’ are empty rhetoric to organizations that
operate without profit or operational reserves” (p.259). In other words, DSP’s are being asked to
take on more for below average wages during a time that is life threatening and dire.
Discovering what the correct amount a DSP should earn is in the value of their services
and skill needed to meet that criteria. The wages at Advocates range between $14-16 depending
on the year and tier of the program. The following figure 5. A display a graph which is
Advocates most up to date standard pay for hire at GHs under the DS line:
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Figure 5. A.
DS/BI RESIDENTIAL

Residential Salary Range
Awake ON
Direct Support Staff
Assistant Mgrs
Manager
In Home Supports Range
Awake Overnight
Direct Support Staff
Assistant Mgrs
Case Manager (indep Supports)
Manager

UFR Code
500136
500135
500134
500133

500136
500135
500134
500134
500133

Base/Hrly
14.00
14.25
16.00
19.00

Cap/Hrly
16.25
16.50
18.25
23.00

Base Annual
$ 29,120
$ 29,640
$ 33,280
$ 39,520

Cap Annual
$ 33,800
$ 34,320
$ 37,960
$ 47,840

Base
14.25
14.50
16.00
15.75
21.00

Cap
16.25
16.50
18.00
18.50
25.00

Base Annual
$ 29,640
$ 30,160
$ 33,280
$ 32,760
$ 43,680

Cap Annual
$ 33,800
$ 34,320
$ 37,440
$ 38,480
$ 52,000

$14/$14.25
ON/Day
Basic
No Modifier

$14.25/$14.50
ON/Day
Intermediate
Base plus $.25

Thayer St.
Warren Ave
Karal Drive
Thoreau

Grace
Rolling Lane
Wilson
74 Maple St.
Grove
Chapel St.
Boundary
Res Lane
318 Maple St.
Sterling
Prior
Clara
Mayflower
William J. Heights
Winthrop St.
High Rock
Ash St.
LaGrange
Underwood
Warren Rd.
17 WHP
18 WHP
Main St.
All BI Waiver
programs
Spring Stret
Temple
333 Perk Street
17 Warren Ave
7 Oakland

$14.75/$15
ON/Day
Intermediate Plus
Base plus $.75

RESIDENTIAL SLOT CATEGORIES
$14.50/$14.75
$16 with RBT Training See In Home Supports Range
ON/Day
Same
BI Geography Exception Medical Model
In Home Supports
Base plus $.50
Own Range
Rockport
Beverly

Morrow Dr.
Cross

Natick Village - same as Inter program
Independent Living - case manager only

(Retrieved by Cara Friedman, personal communication, February 12, 2021)
According to the U.S. Census Bureau, Massachusetts average individual per capita is about $43K
annually and about $81K per household annually. The average DSPs according to Figure 5.A. is
$15.00 per hours and if hired at 40 hours a week is expected to earn $31,200 annually. This does
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not include annual raises, bonuses or overtime. DSP’s would need to work an addition 20 hours a
week earning time and a half to fulfill the average individual income.
Literature review by, James Houseworth, Sandra L. Pettingell, Julie E. D. Kramme,
Rena´ ta Ticha´ , and Amy S. Main concern discussed in this work is direct care instability, as
mentioned by Houseworth et. al, 2020, “Supports provided by DSPs are a corner stone to
community participation for people with IDD. Despite the crucial importance of these supports,
high rates of annual turnover among DSPs in organizations that employ them has been
documented for over 30 years” (p. 192). The consequence of not investing in DSP’s ultimately
impacts residents indirectly and agencies experience an employee low retention rate.
Conclusion
In review, the recommendation is to provide fare wages, proper education, leadership and
trainings/systems in place for GH’s with the findings from the MGH/PCORI research. Positive
outcome is the PCORI will ultimately change the face of human services and specifically, DSP’s
working in GH’s through educating the public and giving bigger voice to suppressed
populations. From advocacy starting with Dix in th e1800’s to an entire coalition speaks to great
lengths the field has made. In addition, Advocates has displayed the same attitude to “doing
whatever it takes” to better the lives of the people they support including frontline staff. This is
evident through thir innovative approach and ability to be open to change and constantly
developing. As shown in figure 5. B. is Advocates Strategic Plan they presented last April, 2021
which correlates with this research conclusion:
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Figure 5. B.

Same direction but only recommendation is to include more specific approaches to building
talent amongst DSP’s such as education, providing higher wages and new training models. All
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ultimate goals but external factors remain true such as state budgets and contingency on state
regulations.
One training model that showed great development was shown between May 2020 and
April 2021. Advocates nursing department filled a critical role in the safety and succession of the
pandemic for GH’s (As well as other leadership but for purpose of this review the focus is on
DSPs, residents and nursing). Due to the nature of nursing, the response was immediate
regardless of circumstances and their plan of care to address the most vulnerable members was
substantial. Though the first information provided was “overwhelming” for staff and residents
due to their current environment , nursinf continued to adapt their manual, networked with
community members for PPE, traveled across the state to drop off essential goods and vary their
forms of communication to meet the needs of all abilities. The model to best support DSP’s is as
presented:
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Figure 5. C.

(Retrieved from Mary Napoli, personal communication, April 23, 2021).
This is a promising step in the supports to DSP’s in conjunction with Advocates Strategic Plan
that is shared for all employees to view.
The PCORI research is new and will last another 15 months, therefore, the findings in
this research only surfaced a few areas of weaknesses but also highlighted on a smaller scale the
great work NPOs are accomplishing in such adverse times.
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